


 





 

 

 

 

 

 

 



 

 

 





• 

• 

• 

explore the components & processes by which the peer support service 

delivered by Positively UK enables people living with HIV to improve and/or 

maintain their engagement with clinical services. 



Table 1 Evaluation framework 

 

 

 



Table 2 Evaluation sample 



 

 

 

 

 

 

 

 

 

 



 

 

 

 

 

 

 

 

 



 

 



 

She was telling me that ‘listen, calm down, relax yourself, I know being 

positive is not easy but I am positive as well...  we’re here to help you, to 

support you, we’re not going to work against you.’ That’s all what she was 

telling me that day, I could never have imagined...  So, each time I look 

forward to see her, to talk to her. 

Interviewee 4 

Actually to help us to navigate through the system to get those ESA, child 

benefit and housing.  She’s actually the one who helped us.  She would 

also come to comfort me, talk about the disease, what to expect, about 

end of life, life must continue, she would comfort, that was also good. 

Interviewee 3 

 

“distraction time”

“case worker”  “peer worker”   “peer support worker” 

 

“peer mentor”  “peer”   “social worker” 



Sometimes you can call somebody and remind the person ‘have you 

taken your tablets?’, ‘Have you do this?’ or, you just say ‘have you taken 

your vitamins?’... you can help each other, you can go and visit, I can take 

you out, we can go to the shop and we eat something to make you not 

feel lonely.  You can go to the group, you can go out to seaside, you can 

go to the Kew gardens, we can do things which can make you forget 

about the difficulties. 

Interviewee 5 

It’s very very nice to be with other people who are positive… in the group 

settings, you can learn from other people and learn from their 

experience... everybody feels free to talk and no fear of judgement. 

Interviewee 1 

He’s a good friend, completely platonic though.  He’s been diagnosed a 

bit longer than me and so we talk about real life while we go shopping in 

Selfridges… he listens, understands where I’m coming from and I feel 

really good when I meet with him. 

Interviewee 6 

In the context of HIV, someone who is living with HIV supporting someone 

else living with HIV to find solutions to issues in their life and support them 

to move forward.  For example, helping other people living with HIV move 

forward after their diagnosis. 

Peer Mentor, Positively UK 

Drawing on the shared experience of others who have experienced the 

same process (in this case illness) to access and derive support be it 

practical, emotional or social. 
Clinical Lead, Royal Free Hospital London and Epidemiologist, UCL 



I am telling you their assistance was so timely and so good, it really, really 

saved us… she was in the hospital, so most of the time she was there 

with us, most of the time she would come to me there. 

Interviewee 3 

A person who is similar in fundamental ways to the recipient of the 

support; their relationship is one of equality.  A peer is in a position to offer 

support by virtue of relevant experience" and can relate to others who are 

now in a similar situation. 

Senior Case Worker, Positively UK 

Because the stress I’m going through… what I am facing they would have 

gone through it. 

Interviewee 4 



I didn’t get that kind of help elsewhere, maybe I didn’t ask but I also didn’t 

know. 

Interviewee 3 

I didn’t know [the peer support services] would give me money for 

transport. 

Interviewee 4 

 

[A] peer is someone that shares characteristics e.g. medical condition, 

gender, sexuality, age, job role etc.  Support can encompass means of 

obtaining help, guidance, working through solutions or self-development.  

Therefore, peer support for Positively UK, is fundamentally that shared 

characteristic of HIV status, but could be wider such as sexuality, length of 

diagnosis and is support around managing any aspect of HIV and one's 

well-being. 

Management Team Member, Positively UK 



So, at times, I was like ‘why should I see [the PSW]? Why should I? What 

for?’… based on the community I come from, you know in Ghana8 if 

you’re positive, trust me, they’ve got it in for you.  So, like, are they black? 

Are they white? Because Ghanaians they know -they’ll talk a lot, [there’s] 

nothing like confidential[ity] or something 

Interviewee 4 

From a caseworker perspective, the main group that were left with a 

general unmet need were heterosexual men as most of the male peer 

mentors were MSM – this is a sector wide issue… More recently this has 

improved but still leaves a population with significant unmet needs… 

Management Team Member, Positively UK 



You know that doctors always give assurances.  So that sometimes even 

when you are not better off [well] the doctor can tell you that you will be 

ok… I don’t know how to put it.  I mean sometimes your moods are not 

fine when somebody begins chatting with you and, you know, trying to 

assure you that you are not the only one and you don’t have to be 

ashamed of it, sometimes you can get some comfort, you know? ... it’s 

different the way they say it, the way she [PSW] approached us was very 

different.  Although she was telling us assuring words she was also 

offering us help… she was also offering us help, it was not only words… 

Interviewee 3 

Because the doctor is not positive, Jenny was positive, so, she knows that 

when all’s said and done, when you are into something – you know, ‘I’m 

into it, I know what I’m talking about, I’ve been living with this.’  So, 

anything she says I quickly grab it… more than my doctor, I don’t know 

why… maybe because she is positive as well you know, she says ‘you 

can do anything’ and I believe her. 

Interviewee 4 

She knows everything and she really stood by me.  She really stood by 

me.  She calls me to ask me, ‘have you gone to your solicitor?’  The last 

time I saw Jenny then that was really for the appeal. 

Interviewee 2 



• 

• 

How can I think about seeing this man when I don’t have food and I don’t 

know where to sleep?  Tell me? 

Interviewee 1 

Yeah, I needed help, I needed finance, I needed the housing, you see she 

helped us, even with food, she used to help us. 

Interviewee 3 

…because I am not working and still had issues with immigration, so my 

mind was not settled at all, I was just like, ‘do I need to see this lady 

[PSW]? Do I need to see her? 

Interviewee 4 



I thought it was a death sentence… if I end it, that will be the end so 

there’s no point in me going through all this stress. 

Interviewee 4 

…so, with the help of the new consultant, Jenny, they keep talking to me, 

that things will be ok… with HIV I can live years and do anything, I can 

have a baby, I can do anything. 

Interviewee 4 

 

Self-Actualisation 



Collaborative working can assist the nurse doctor or clinician to better 

understand the needs of the patient and assist the patient in developing 

trust of the clinician through positive approach. 

Nurse Specialist, Royal Free Hospital London 

…by addressing areas of hardship, housing etc it provides the foundations 

to underpin good health and good clinical outcomes. 

Management Team Member, Positively UK 

I think that when [peer support] is connected to other peer support 

services (groups, etc) it can help people living with HIV engage regularly 

with clinical care services, become informed and in control about their 

lives, health and treatment and adhere to their medication, resulting in 

improved health and wellbeing. 

Peer Mentor, Positively UK 

A positive impact for both [clinical care and outcomes] – primarily via 

breaking down of stigma, improved autonomy, and information 

Clinical Lead, Royal Free Hospital London and Epidemiologist, UCL 



[PSW said] ‘oh Lillian, you’re ok, you look so well, if you didn’t tell me you 

were positive I wouldn’t know.’  So, you need to see her, it’s ok… she 

talks to me ‘listen, I am confident now I am positive’, she is positive as 

well, so, I should feel free to talk to her.  ‘Lillian, do this, you can do this, 

you can get through this, it’s ok’ 

Interviewee 4 

…there is nothing more powerful than having a person sit in front of you 

presenting as healthy, engaged in life and making plans talking about their 

journey and the sources of support they've accessed along the way.  

People aren't informed enough about the support (very precious right 

now) out there. 

Psychologist, Royal Free Hospital London 

For individuals struggling with their own health, seeing how an individual 

has overcome these.  Motivation to engage and adhere to treatment is 

critical, but equally important is developing skills to self-manage in a 

holistic way that begins to move away from a purely hospital and medical 

model and enables that patient to live positivity 

Nurse Specialist, Royal Free Hospital London 

Yeah, I feel good, I feel so good with them.  I feel good with somebody 

[who] is positive with me, I can talk to her, I can really breathe and they 

made me to have the confidence.  Like Jenny told me she’s been positive 

for years, and Lorraine about twenty-five years, me I’m just twelve years, 

so… I look up to them, I look up to them... in all ways, like, how they look 

and how they’ve been positive for years, how they carry on, like Lorraine 

says she’s been positive for twenty-five years, that’s what she told me, I 

couldn’t believe it ‘wow! … when my consultant told me that ‘Lillian, you’re 

not going to die, you’re going to live.’ – I didn’t believe her.  That was my 

first consultant, Doctor Clark; I didn’t believe her, like, all this time.  But 

when I saw Jenny she looks well and when I saw Lorraine for the past 

twenty-five years and she looks so well too, then I meet Amber… 

Interviewee 4 



Yeah, they [appealed against a home office decision], Jenny has done 

that, my consultant, my psychiatric doctor, those are the people that 

helped, those three people. 

Interviewee 4 

Actually, the consultant referred me to [the PSW], I need to see her 

because it was the consultant saying I can’t be going all this way, I need 

somebody to talk to me, I need somebody to put me through, I need 

somebody to be there for me.  I saw my consultant all the time, maybe for 

four or five months, so, they can’t do all the job for me, can’t do anything 

apart from give me the medication.  They said they would talk to me, lift 

my spirit… that’s why they introduce me to Jenny. 

Interviewee 4 

So [my consultant] was like ‘you missed like two, three appointments, 

why?’  I say listen, ‘I don’t have money, I’m not working, things are not 

really ok for me.’  I’m not sick, but just that the financial aspect for me 

wasn’t there.  So, they were like, ‘oh, are you in this group?’ and they say 

‘have you been to visit to Positive East?’ I said ‘no’, ‘what about Positively 

UK?’ 

Interviewee 4 



Actually, she helped us to navigate through the system to get those ESA, 

child benefit and housing.  She’s actually the one who helped us. 

Interviewee 3 

REACH type patients by definition a challenge to engage thus may not 

attend when peer support available or decline offer when made. 

Clinical Lead, Royal Free Hospital London and Epidemiologist, UCL 

Service users presenting with greater need around hardship, immigration 

and mental health issues, which cannot be met directly by peer support.  

Issues such as hardship are also fundamental to good health, adherence 

to medications etc.  These require greater work in identifying agencies 

that can provide support. 

Team member, Positively UK 



Before, I’ve been to, this place, HIV… Body and Soul... before I live in Enfield 

and then they moved me to down here… sometimes I went to Positively 

East, but my caseworker is not there, they move, since I’ve moved 

nobody is taking care of me. 

Interviewee 2 

Recognise [their] own limits/boundaries and need to refer on to more 

specialist help. 

Psychologist, Royal Free Hospital London 

At one site there was concern that the complexities of the patient group 

especially around mental health needs was too great for a volunteer 

mentor and needed an experienced caseworker... 

Senior Case Worker – Positively UK 

…other members [were] cautious about referrals and acting as a 

gatekeeper as to who should and shouldn't be signposted. 

Management Team Member, Positively UK 



…sometimes I go to the group, talk about feminism, the group that talks 

about Human Rights, tomorrow I am going to the group that is all white 

people, they are talking about how to be in the parliamentary, how to 

protest.  I just go there to listen and to know, then this thing has opened 

me, I didn’t know how the system of government here works… I’m well 

equipped although it’s not enough I’m still going to here to listen to get 

more confidence.  You get confidence.  The problem is in this group of 

people, some of us we are not confident, we are still like ‘Can I?’ ‘Can I 

not?’ ‘Can I?’ Fifty-fifty.  But there are those who are up there, they are 

one hundred per cent, ninety per cent, they know themselves.  Others 

they are still hiding, they are still hiding pain inside of their heart. 

Interviewee 5 



I go here, I go there, they give me a lot of advice, they help me, they give 

me a call to come and meet people every month and I get interested.  I 

come every month to Positively UK or to other groups. 

Interviewee 1 

I haven’t been involved you see.  I would like to have them there, so that 

when I need them I can go.  I don’t need it now but there is this guy, he 

knows I’m undetectable and we want to do bareback so it would be good 

to talk about that with a mentor – but now I don’t have one because I 

haven’t been involved. 

Interviewee 6 
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Accessing peer support when I was diagnosed in 1991 and subsequently 

has made my journey living with HIV easier, helping me to increase 

knowledge and develop strategies to survive living with HIV. 

Peer Mentor, Positively UK 

Jenny has done that, my consultant, my psychiatric doctor, those are the 

people that helped, those three people. 

Interviewee 4 
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